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The prevalence of HIV infection is substantially higher in mentally ill individuals than in the general population. Despite this, HIV testing
is not yet standard practice among the mentally ill population, and many mental health settings do not encourage HIV testing. This paper
discusses provider-initiated HIV counselling and testing (PICT) and some of the ethical dilemmas associated with it, on the basis that
PICT may be used to increase the number of mentally ill persons tested for HIV. The authors conclude that PICT should be promoted to all
psychiatric admissions and mentally ill individuals receiving outpatient services, and that this is within the parameters of existing policies

and legislations in South Africa.
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E The Joint United Nations Programme on HIV and
AIDS (UNAIDS) reported that the global number of
people newly infected with HIV was declining and that
AIDS-related deaths were decreasing in 2010." In the
same report UNAIDS estimated an HIV prevalence
rate of 17.8% in South Africa (SA), based on studies including the
Antenatal® and Household® Surveys which reported rates of 29%
and 11%, respectively. Although the prevalence rate in SA appeared to

'E'."

have stabilised, it was still high compared with the rest of the world.!"

Routine HIV testing among the mentally ill in SA is not yet
standard practice, despite the high prevalence of HIV, the strong
association between the virus and mental illness, and the risk of
acquiring and transmitting HIV. We propose that provider-initiated
HIV counselling and testing (PICT) could be a tool for increasing
the number of mentally ill persons tested for HIV. However, there are
a number of ethical dilemmas associated with this form of testing,
which this paper addresses.

Increasing HIV testing rates in the mentally ill
through the PICT approach
The World Health Organization (WHO) reports that worldwide
in 2005, a mere 8 - 20% of people living with HIV knew their sero-
status.”! According to the WHO, the number of people being tested
for HIV worldwide increased to 25% of the adult population in
2009 and to 35% in 2010, and a similar trend was seen in SA. The
2010 National Communications Survey included 9 728 people aged
16 - 55 years, from all 9 provinces and who were representative of the
country’s population. The survey reported that approximately 60% of
men and women had been tested in the 12 months prior to the study,
an increase of about 36% since the 2009 survey.!

Although the availability of HIV testing in public health facilities
has increased in recent years, uptake of HIV testing is still relatively
low.” Increasing these rates was the main objective of the South

African National HIV Counselling and Testing (HCT) Programme,”
which takes two approaches to testing: (i) client-initiated counselling
and testing (CICT); and (if) PICT. In CICT, also referred to as
voluntary counselling and testing (VCT), individuals actively seek
HIV testing and counselling at a facility that offers these services,
as well as pre-test information. The process is voluntary and the
‘three Cs’ (informed consent, counselling and confidentiality) are
observed at all times.[”’ In PICT (also referred to as the routine offer
of counselling and testing, or ‘opt-out testing’) testing is initiated
by healthcare providers and recommended to all clients attending
healthcare facilities, as a standard component of medical care.!

PICT aims at early identification of clients for whom there may
be a strong likelihood of HIV infection, because of their symptoms,
their high-risk sexual behaviour or their location in areas of high
HIV prevalence. The ‘opt-out approach’ means that HIV testing is
done together with all other relevant tests, unless the client actively
or explicitly refuses HIV testing. Such refusal is documented in the
client’s clinic file. In contrast, in the ‘opt-in approach’ the client must
specifically agree to the test rather than having to refuse it. With
both approaches, the service provider recommends the testing as a
standard part of medical care, and the purpose of testing ‘is to enable
specific clinical decisions to be made and/or specific medical services
to be offered that would not be possible without knowledge of the
persons HIV status’® The PICT approach protects and promotes the
client’s right to autonomy and dignity, while recognising the duty of
healthcare providers to protect the right to life and access to health
services.” This HCT Programme has resulted in an increase in HIV
testing in the general population.

However, the prevalence of HIV infection in mentally ill individuals
is substantially higher than in the general population. In the USA,
prevalence rates in mentally ill patients are reported at 5 - 23%,
compared with 0.3 - 0.4% in the general population.” Similar trends
have been reported in African studies.'*!? The higher prevalence rate
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may be attributed to reportedly higher rates of sexual risk behaviour

(multiple partners, not using condoms, and history of STDs) among

adults with mental illness compared with the general population.!?!

The reasons for risky behaviour include:

o psychiatric symptoms such as hypersexuality and erotomania

o consequences of mental illness, such as lack of planning ability, poor
risk assessment, and poor communication skills

o insufficient information, motivation and skill to engage in safe
sexual behaviours

o the social drift associated with mental illness (e.g. poverty,
homelessness), resulting in no money for condoms and no privacy
for safer sex negotiation

o hospitalisation, which impedes long-term relationships and the
formation of social support structures

« substance use.

Mental health problems are associated with an increased risk of
acquiring and transmitting HIV and may also interfere with the
treatment of HIV. Individuals with mental illness should be tested
for the benefit of both individual and public health:!"* those who test
positive will benefit from receiving medical care, while antiretroviral
therapy will reduce infectiousness and knowledge of one’s HIV status
motivates risk reduction, which is of public benefit."*!

Despite the strong association between mental illness and HIV,
routine HIV testing is not yet a standard practice among the mentally
ill population and many mental health settings do not encourage
HIV testing. Studies indicate that the percentage of this population
group that has been tested is very low, between 17% and 47%.!">! In
a survey of psychiatric hospitals and outpatient mental health centres,
the majority of staff reported that they only encouraged a few patients
to get tested.'” Joska et al.!'¥! report that state psychiatrists in SA’s
Western Cape Province do not test routinely for HIV infection (14.6%
of patients with serious mental illness were tested in 2006), largely
because of ethical constraints.

Studies investigating correlates of low testing among individuals
with mental illness have reported no clear association between
HIV testing and either demographic or psychiatric variables.!'>?!
However, low testing rates have been linked to a reliance on VCT as
the sole approach to HIV testing.?!! VCT is predominantly provided
by lay counsellors who are insufficiently trained in mental illness,
which makes them uncomfortable about delivering risk reduction
counselling and obtaining consent from the mentally ill.? On the
other hand, mental health professionals can routinely offer PICT to all
patients as a standard part of psychiatric care, regardless of patients’
presenting complaint. PICT would still be voluntary as the patient
is given the option to ‘opt-out’ of testing.””! Ideally, mental health
clinicians can provide pre- and post-test counselling that is tailored
for individuals with a mental illness, addressing patients’ barriers
to testing and allaying concerns about testing, confidentiality and
stigma.!"”! Mental health settings are also ideal because patients located
here avoid the need for additional transportation or appointments.!'”!
HIV testing could be recommended during consultation, together
with all other relevant tests.” If the patient actively refuses HIV
testing, this would be documented in their clinic file. Ultimately,
patients who are tested will then be given the test result and provided
with post-test counselling by mental health professionals.
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Addressing the ethical challenges

CICT is a voluntary process wherein patient autonomy is ensured
by observing the ‘three Cs’ (informed consent, counselling and
confidentiality).” PICT is also considered to be ethically legitimate,
especially when the three Cs are actively practised.? The WHO/
UNAIDS guidance recommends the opt-out approach, as it depends
on the patient’s informed decision to accept or decline the healthcare
provider’s recommendation of an HIV test.® PICT is an attempt to
balance autonomy with other ethical demands, such as equality and
beneficence, which are relevant in an already marginalised mentally
ill population. When implementing the PICT approach, however,
clinicians may still face ethical and legal challenges such as ensuring
that the consent obtained is indeed informed and that individuals who

test positive have access to appropriate care.*”!

Consent

Informed consent is often described as comprising disclosure of
information, comprehension of that information and a voluntary
choice. HIV testing must always be voluntary and free of coercion.
In order for any person to make an informed decision and to give
consent, they should be given information about HIV acquisition and
transmission, HIV risks and risk reduction, the importance of early
HIV diagnosis, the testing process, the meaning and implications of
a negative result and the window period, and finally the meaning and
implications of a positive result and disclosure.

When obtaining consent from a mentally ill person, the issue
is whether they have the cognitive capacity to comprehend all
this information and make an informed decision. Mental health
professionals are in the best position to determine this through a
clinical assessment of the mental status necessary to give consent,
rather than by making inferences from a specific diagnosis of mental
illness.?! Most patients with mental illnesses are stable and do not
have impairments that affect their ability to give consent. Even
patients with serious mental illnesses (SMI), such as schizophrenia,
bipolar disorder and recurrent major depression, which can produce
cognitive impairment, understand their illness and the need for
medical interventions (including laboratory testing) and can give
informed consent for said interventions.?! It may be concluded that
the majority of mentally ill patients, despite some compromise of
their cognitive abilities, are in a position to give voluntary informed
consent for testing.

One could argue that testing for HIV may not have any relevance
to the patient in their current situation, and that therefore such a
medical intervention is not warranted. The same could be said for
other tests to exclude medical illness. However, the discussion here is
not about the relevance of the tests at the time but rather the capacity
to make an informed decision and the maintenance of the individuals
autonomy. Therefore, in such cases, the mental health professional
can recommend PICT knowing that if the patient does not actively
refuse, then the tacit consent is valid and the patient’s autonomy is not
compromised. If there are any doubts about the patient’s capacity to
consent, the clinician could be assisted with some objective research
instruments such as the MacArthur Competency Assessment Tool
for Clinical Research®®! and the University of California, San Diego
Brief Assessment of Capacity to Consent (UBACC). The UBACC, a
10-item scale that can be administered by bachelor’s degree-level staff,
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typically takes less than 5 minutes and provides for the assessment
and documentation of participants’ understanding and appreciation
of elements essential to meaningful consent and the voluntary nature
of participation.®®

However, some acutely ill patients with SMI cannot give informed
consent because they do not understand the nature and purpose of a
medical intervention, are unable to choose decisively, or are unable
to communicate their consent. Other mental illnesses that affect
cognition and a person’s ability to give informed consent include
delirium, dementia, and intellectual disability. The laws requiring
informed consent for HIV testing in these individuals differ in
different countries, and the need for testing without consent is
decided on an individual basis. The South African National Health
Act™! states that if an adult client is unable to give informed consent,
such consent can be given by a person authorised in terms of any law
or court order, i.e. the spouse or next-of-kin (parent, grandparent,
an adult child or a sibling, in the order listed). Similarly, the Mental
Health Care Act® requires that if a mentally ill person is unable
to consent or cannot be restored to a state where he/she is able to
consent, a curator, spouse or family member may provide consent.

In the absence of the above and in cases of emergency, consent
may be obtained from the head of the health establishment (HHE).
In such cases of SMI, PICT can be recommended and consent
obtained from a legally authorised person. This approach also
complies with the ethical principles of beneficence and the duty of
care, which justifiably overrides the autonomy of the patient with
impaired cognitive function when there is a risk to the individual
and/or society at large. Individuals who test positive may benefit by
receiving medical care and antiretroviral therapy (ART) to reduce
infectiousness and restore good health."™ If they do not meet the
criteria for ART, disease progression can be monitored over the long
term. Equally importantly, patients who know their HIV status may
enter programmes on the reduction of risky sexual behaviour, which
is of public benefit.!"!

However, some clinicians argue that the legal procedures of
obtaining consent from the family or the HHE can sometimes take
days to weeks, which may lead to deterioration in the individual’s
mental and physical health. Joska et al.'® recommend that current
legislation be amended to allow the psychiatrist in charge of the
patient to provide consent. This would allow for the immediate
delivery of the most appropriate care. Further, families and the HHE
are often not psychiatrically trained and may not fully understand the
complexities and the need to do an HIV test without consent. This
approach will also maintain patient confidentiality and may avert the
risk of stigmatisation and marginalisation by the family.

Treating HIV-positive mentally ill persons

Having recommended and initiated HIV testing in mentally ill
patients, the clinician is then faced with the problem of treating
HIV-positive patients. Although antiretroviral treatment sites are
being extensively rolled out in SA, they are not easily accessible to
patients with mental illness. Some doctors delay the prescription of
antiretroviral medication for individuals with an SMI due to concerns
about (i) interactions among medications; or (ii) HIV-medication

adherence.?"

Mentallyill patients, like other patients with chronic medical conditions
taking many medications, are at high risk for drug interactions.
The most common drug-drug interactions with antiretrovirals and
psychotropics are based on cytochrome P450 (CYP) metabolism,
which is common to many psychotropics, the protease inhibitors (PIs),
and the non-nucleoside reverse-transcriptase inhibitors (NNRTTs).
All PIs and NNRTTs are metabolised by the CYP system and possess
enzyme-inhibiting or enzyme-inducing properties.*¥ The nucleoside
reverse-transcriptase inhibitors (NRTIs), as well as the newer fusion
inhibitor (enfuvirtide) and integrase inhibitor (raltegravir) are not
metabolised significantly by the CYP system, making them less
vulnerable to interactions with psychotropic medications.?

Some of these newer drugs are only available in the private sector,
and in the foreseeable future the majority of the uninsured population
will only receive the PIs and the NNRTIs. The clinical relevance of
these potential CYP interactions is variable, as it is not clear how often
psychotropics adversely impact ART blood levels or what effect ART
has on psychotropic blood levels (causing either toxicity or failure).

In managing drug interactions, the newer ART and psychotropic
agents have a lower potential for drug-drug interactions and are
therefore preferred. The use of low initial doses and slow titration
of psychotropics, in combination with older ARTs, will help to
minimise adverse effects. Although there still remains a potential for
adverse events when combining psychotropics and antiretrovirals, the
likelihood of an improved quality of life and better adherence through
improved mental wellbeing warrants the risk. It is also just and
ethically acceptable, as patients with other chronic medical illnesses
and on drugs that potentially interact with antiretrovirals, are not
prevented from receiving antiretrovirals. Safe and effective treatment
of mentally ill patients with HIV infection requires the educated use
of psychotropics and antiretrovirals.

The feasibility and the sustainability of antiretroviral programmes
in mentally ill people has been questioned because of concerns about
low and suboptimal adherence.®” They argue that PICT may increase
the number of people being tested, but if they test positive they cannot
be initiated on treatment because they will not be fully adherent to
the antiretrovirals. This will lead to the development of resistant
strains of HIV that may be transmitted to uninfected patients,
leaving them without effective options for treatment;®® or require a
change to second-line treatment regimens which are 10 times more
expensive than first-line drugs.®”! Although high levels of adherence
(90 - 100%) are theoretically needed to ensure that viral load is kept
at undetectable levels,”* the actual reported rates of adherence in the
general population worldwide vary from 50% to 80%.1**%!

The antiretroviral adherence rates in mentally ill patients are
reported to be only slightly but not significantly lower.""*! Even
patients with SMI are able to adhere very well to antiretroviral
regimens." Many variables other than mental illness are consistently
associated with poor access and adherence to HAART and include
substance abuse, HIV symptoms (such as weight loss and fatigue),
medication side-effects, complexity of the treatment regimen, health
beliefs, social support, cognitive functioning and self-efficacy.?**!
Uldall et al.®*! concluded that there are still doubts about whether or
not there is a particular mental disorder, a combination of disorders
or other related factors that lead to non-adherence to HAART.
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Chander et al.[*! reported that most of the studies of the impact of
psychiatric illness on HAART adherence have largely been centred
on depression and anxiety disorders, with very few randomised
controlled trials. They concluded that the studies appear to contradict
each other regarding the relative impact on HAART non-adherence
attributable to common psychiatric disorders, and that the interaction
between psychological distress, cognitive distortions, self-efficacy and
physical symptoms of mental illness affecting access and adherence to
antiretrovirals remains unclear. There is a need for additional research
into the mechanism by which mental illnesses influence medication
adherence in the HIV/AIDS population.

Mental illnesses also possess unique characteristics that require
illness-specific interventions, beyond proper treatment with
medications. Special attention to issues commonly associated with
mental illness such as stigma, homelessness and poverty also need
to be addressed."®! One strategy for increasing access and improving
adherence to HAART among this complex population may include
monitoring providers closely, and locating primary-care services in
traditional settings for mental health treatment, where the mentally
ill population receives the bulk of their care.”’ Other strategies
include educating and motivating patients, simplifying treatment
regimens and tailoring them to individual lifestyles, preparing for and
managing side-effects, and addressing the concrete issues that may
present barriers to adherence."® In addition, adherence-boosting
interventions that have established efficacy are recommended, such
as motivational interviewing and nurse-based interventions for
patient populations with low health literacy. Further, support group
interventions combining providers, patients and the community
have been shown to improve adherence in mentally ill patients with
HIV and AIDS receiving ART, focusing on the aspects of education,
emotional support, stigma and skill building.*!

In individuals with both mental illness and substance abuse or
dependence, it appears that adherence is most influenced by active
alcohol or drug use. These chemical dependency issues need to be
addressed before people living with HIV/AIDS can successfully access
and adhere to HAART. Screening patients served in HIV primary-
care clinics for problem drinking is the first step towards this goal.
Integrating a substance-abuse screening intervention into routine
care visits promotes a culture of comprehensive care, emphasising
the importance of attention to this aspect of living with HIV to both
patients and providers.

There is currently insufficient evidence to support the fact that
adherence is a serious problem in mentally ill patients, and that it
justifies mentally ill patients not being initiated on antiretrovirals.
Ethically and morally, no mentally ill patient should be denied PICT
and the opportunity to initiate antiretroviral treatment regardless of
perceived or real barriers to optimal adherence.

Disclosure of positive status to third parties

It is important to promote openness about HIV, but it is equally
important to protect human rights. While it is important that each
person has knowledge of their own HIV status, it is also important
to assure them that the result of an HIV test is confidential and that
decisions about disclosure will be decisions that they must make
themselves, rather than somebody else. This is a human rights
approach, considering the individual patient’s right to privacy, dignity
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and confidentiality as paramount, and as a right afforded to the mentally
ill too.

Therefore, healthcare practitioners should encourage mentally ill
HIV-positive patients to disclose their status to their sexual partners.
If these patients want to disclose their status, they should also receive
counselling first with regard to whom they will tell and when, and to
ensure they will be able to cope with the effects of disclosure.* If the
patient refuses to disclose their status or does not have the capacity
to consent, the healthcare practitioner may decide whether to divulge
the information to third parties, but only after carefully weighing up
all the factors and balancing the patient’s human rights against the
competing public health goal of preventing possible spread of the
disease. Disclosure without the patient’s consent must still involve the
patient. The practitioner must counsel the patient on the practitioner’s
ethical obligation to disclose such information. After disclosure,
the practitioner must follow up with the patient and the patient’s
partner to see if disclosure has resulted in adverse consequences
or violence for the patient, and, if so, intervene to assist the patient
appropriately.*!

Conclusion

Prior to the existence of antiretroviral treatment, HIV carried a great
deal of stigma, and HIV-positive individuals were often victims of
discrimination in their homes, their workplaces, and healthcare
settings. In order to prevent stigma and discrimination, most HIV-
testing programmes around the world developed policies involving
informed consent, confidentiality and access to treatment. However,
mentally ill patients still continue to be marginalised. Within the
context of existing policies and legislations in SA, the authors
recommend the promotion of PICT for all psychiatric admissions and
mentally ill individuals receiving outpatient services at mental health
facilities. This is not only ethically acceptable, but morally imperative.
In addition, as long as the risks and benefits are understood, infected
mentally ill patients should also be provided with high-quality HIV
treatment.
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